DOCUMENT RESUME
ED 300 716 CG 021 211

TITLE Double Duty: Caring for Children and the Elderly.
Hearing before the Select Committee on Children,
Youth, and Families. House of Representatives, One
Hundaredth Congress, Second Session.

INSTITUTION Congress of the U.S., Washington, DC. House Select
Committee on Children, Youth, and Families.

PUB DATE 3 May 88

NOTE 139p.; Portions contain small and/or light type.

AVAILABLE FROM Superintendent of Documents, U.S. Government Printing
Office, Congressional Sales QOffice, Washington, DC

20402.
PUB TYPE Legal/Legislative/Regulatory Materials (090)
EDRS PRICE MF01/PCO6 Plus Postage.
DESCRIPTORS *Adult Children; Caregivers; Children; »Family

Caregivers; Family Problems; Hearings; =Older Adults;
Parent Child Relationship
IDENTIFIERS Congress 100th

ABSTRACT

This document presents the text of a Congressional
hearing on the concerns of members of the baby boom generation who
find themselves caring for both their elderly parents and their own
children at home. After an opening statement by committee chairman
Representative George Miller, these witnesses give testimony: (1)
Patricia Brady, a stressed caregiver, Mahopac, New York; (2) Elaine
M. Brody, Associate Director of Research, Philadelphia Geriatric
Center, Philadelphia, Pennsylvania; (3) Dorothy Frances, Friendiy
Visitor, Retiree Service Department, International Ladies' Garment
Workers Ynion, New York, New York; (4) Kenneth G. Johnson, Director,
National Interfaith Volunteer Caregivers Program, and Adjunct
Professor of Community Medicine, Mount Sinai School of Medicine, New
York, New York; (5) Susan Kornblatt, member, Board of Directors,
Family Survival Project, and gerontologist, University of California,
San Francisco, California; (6) Nancy Lane, a stressed caregiver,
Soddy Daisy, Tennessee; (7) James E. McEuen, a stressed caregiver,
Bethesda, Maryland; (8) Al Nestor, Director, Franconia Family Therapy
Center, Alexandria, Virginia; (9) J. Knox Singleton, Chairman,
Volunteer Development Committee, Fairfax County Commission on Aging,
Fairfax, virginia; (10) Arleen Warnock, a stressed caregiver,
Brooklyn, New York; and (11) Deborah Warnock, teenaged daughter of a
caregiver, Brooklyn, New York. Prepared statements by these and other
witnesses including kepresentative George C. Wortley, are provided.
(ABL)

ARRRRRARRARARRNARNARRARRARARRRARARA RN CARNARNRNAARNARARRNRARNRNRNRNRNARARNARAARNNAANRARRNAR

» Reproductions supplied by EDRS are the best that can be made ®

had from the original document. ®
aaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaaa

-




6021211

~ ° ' DOUBLE DUTY: CARING FOR CHILDREN

AND THE ELDERLY

ED3007

HEARING

BEFORE THE

SELECT COMMITTEE ON
CHILCREN, YOUTH, AND FAMILIES
HOUSE OF REPRESENTATIVES

ONE HUNDREDTH CONGRESS
SECOND SESf™ ™

HEARING HELD IN WASHINGTON, DC, MAY 3, 1988

Printed for the use of the Select Committee on Children, Youth, and Families

U 8 DEPARTMENT OF EDUCATION %
Ottce of | R and

TIONAL RESQURCES INFORMATION
Eou CENTER (ERIC)
his document Fas bren reproduc’'d as
roc‘awod from the person or organization
ongmating st
O Minor changes have been made to improve
reproduction quality

@ Points of view or opinions stated in this docu-
moo'nl do not necessarily represent official
OERI position or policy

U.8. GOVERNMENT PRINTING OFFICE
86-514 WABHINGTON : 1988

Pwnlobydr-ﬂupdnhnbntdbocumb.ﬂ&dmnmt?rhﬂuom
Washington, DC 20402

2

e,




SELECT COMMITTEE ON CHILDREN, YOUTH, AND FAMILIES

GEORGE MILLER, California, Chairman
WILLIAM LEHMAN, Florida DAN COATS, Indiana
PATRICIA SCHROEDER, Colorado THOMAS J. BLILEY, Jx,, Virginia
LINDY (MRS. HALE) BOGGS, Louisiana FRANK R. WOLF, Virginia
MATTHEW F. McHUGH, New York NANCY L. JOHNSON, Connecticut
TED WEISS, New York BARBARA F. VUCANOVICH, Nevada
BERYL ANTHONY, Jx., Arkansas JACK F. KEMP, New York
BARBARA BOXER, California GEORGE C. WORTLEY, New York
SANDER M. LEVIN, Michigan RON PACKARD, Celifornia
BRUCE A. MORRISON, Connecticut BEAU BOULTER, Texss
J. ROY ROWLAND, Georgia J. DENNIS HASTERT, Illinois
CLYDE C. HOLLOWAY, Louisiana
FRED GRANDY, lIowa

RICH”.xD J. DURBIN, Illinois
THOMAS C. SAWYER, Okio
DAVID E. SKAGGS, Colorado

COMMITTEE STAFF

ANN Roszwarn, Staff Director
MARk Soupxr, Minority Staff Director
CAroL M. StatuTo, Minority Deputy Staff Director

an

>




CONTENTS

Hearing held in Washington, DC, on May 3, 1988.....ooeeeeeeeeeeee oo
Statement of:
Brady, Patricia, Mahopac, NY.........
Brody, Elaine M., Associate Director of Research, Philadelphia Geriatric
Center, Philadelphia, PA .......
Frances, Dorothy, 'endl&JVisitor, Retiree Service De&rtment, Interna-
tional Ladies’ Garment Workers Union, New York, NY .....ooovvennn,
Johnson, Kenneth G., M.D,, Director, National Interfaith Volunteer Care-
givers Program, and Adjunct Professor of Community Medicine, Mount
inai School of Medicine, New York, NY
Kornblatt, Susan, Member, Board of Directors, Family Survival Project,
and Gerontoslgist. University of California, San Francisco, CA...............
Lane, Nancy, Soddy Daisy, TN.............
McEuen, James E., Bethesda, MD .....
Nestor, Al, Director, Franconia Family Therapy Center, Alexandria, VA...
Singleton, J. Knox, Chairman, Volunteer Development Committee, Fair-
fax County Commission on Aging, Fairfax, VA ... ...
Warnock, Arleen, Brooklyn, NY .......
Warnock, Deborah, Brooklyn, NY .......
Prepared sta‘ements, letters, supplemental materials, etc.:
Brady, Patricia, Mahopac, NY, prepared statement of..............................
rody, Elaine M.i ‘l:fhxladelphia Geriatric Center, Philadelphia, PA, pre-
PAred SLAtEMENt Of ............ooo.vvvvoveeeeeesereososoeoeosssersssoooososooeoeoroses
Emlen, Arthur C., Paul E. Koren, and Dianne Louise, Child and Elder
Care: Final Report of »n Employee Survey at the Sisters of Providence,
Portland, OR: ?egional Research Institute for Human Services, Port.
lan. State University, 1988, Excerpt From........
Frances, Dorot%y, retiree of the International Ladies’ Garment Workers
Union, New York City, ]gremmtement of.
Johnson, Kenneth G., M.D, di r, National Interfaith Volunteer Care-
givers Program, Adjunct Professor of Community Medicine, The Mount
inai School of Medicine, New York, NY , prepared statement of..............
Kane, Barbara, licensed clinical social worker and co-director of Aging
Network Services, Inc., Bethesda, MD, prepared statement of ...............
Kornblatt, Susan, member of the Board of Directors of the Family Surviv-
al Project (FSP), San Francis.o, CA:
Annual report of the Statewide Resources Consultant, Programs for
Br:xlngrm;paxred Adults and Their Families, 1987, from Family Sur-
Vivi JBCL ..coov oo rrtunnis s ttssieees e seansssnan s e ses e sesesess e sseres s sses s see s
“Overworked, Underestimated: the Employed Caregiver Doing
Double Duty,” A Research Summary from amily Survival Project,
article entitled................omveeeetooneeeeome
Prl?ared statement of ......
Lane, Nancy, Soddy Daisy, TNM%repared statement of .
McEuen, James E., Bethesda, MD, prepared statement of ..............................
Miller, Hon. George, a Representative in Congress from the State of
gdiftignia, and Chairman, Select Committee on Children, Youth, and
'amilies:
“Double Duty: Carin% for Children and the Elderly” (a fact shect).......
Opening statement o .
N?t_or, ‘ﬂ, W, director, Franconia Family Therapy Center, Alexan-
FI, VA ittt tssretisess st sees ssssss s stssssssesesess seoses sesenemmsmosssooe s o co e

am)

67
19

98
87
15
11
82

118
94

70
121

62

58
53
26
35

4
2




v

Prenared statements, letters, supplemental materia's, ete.—Continued
Roberts, A. Jane, Ph.D., Member AARP State Legislative Committee for

Iowa, Des Moines, IA, gret:red statement of
Singleton, Julius Kn urke, VA, prepared statement
Warnock, Arleen, Brooklyn, NY, prepared statement of

Warnock, Deborah, Brooklyn. NY, prepared statement of
Congress

Wortley, Hon. George C., a rtepresentative in
New York

[+

from the State of




DOUBLE DUTY: CARING FOR CHILDREN AND
1HE ELDERLY

TUESDAY, MAY 3, 1988

Housz oF REPRESENTATIVES,
SecLecr COMMITTEE ON CHILDREN, YoutH, AND FAMiLIES,
Washington, DC.

The committee met pursuant to call at 9:15 a.m., in room 2226
Rayburn House Office Building, Hon. George Miller (chairman of
the committee) presld.mﬂe

Members present: presentatives , Weiss, Martinez,
Evans, Durbin, Coats, Wolf, Johnson, Wortle; Packard, Hastert,
Holloway, and Grandy.

present. Representatives Fish and Morella.

Staff present: Ana Rosewater, staff director; Jill Kagan, profes-
sional gtaff; and Ann Turnbn!l, congressional fellow.

Chairman MiLLzr. The Sel- :t Committee will come to order.

Today, the Select Committee on Children, Youth, and Families
will explcre a new and emerging issue: the concerns of members of
the ba%' boom generation who find themselves caring for both
their elderly parents and their own children at the same time.

is new generation of ivers is different from any other in
American history. Healthier ﬁg e styles and lifesaving medical tech-
nolo'gi:s have lengthened the life s of aging adults as well as
children with severe disabilities and chronic illnesses. At the same
time, fewer family members are available to provide care. The
growmfg participation of women in the work force, greater separa-
tion of extended families, and the increasing number of single-
&aggnt families have affected the ability of families to take care of

ir own.

As a result, family members are often compelled to juggle ca-
reers, nursing duties, housework, and the nurturing of two sets of
dependents. This “double duty” takes its toll. Family caregivers
who work full-time frequently spend more hours every day provid-
ing care than thei' do at their job. Emotionally and physically, they
pay the price in depression, anxiety, fatigue, illness, isolation, fear
of the future, and guilt over not doing more.

The financial toll can also be particularly steep. A significant
proportion of family members are forced to quit their jobs to fulfill
their duties at home. New datx from the National Center for
Health Services Research s t that single parents, primarily
women, who shoulder responsibility for both children and elderly

nts are the iiost vulnerable. ’I'{ey were less likely to be work-
Ing than those without family responsibilities.

ey
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Despite the serious strains on family caregivers, supports such as
respite care, attendant, homemaker or nursing services which help
families manage care are expensive and difficult to arrange. In
many communities, such services are simply unavailable.

We will learn today, however, that when support services such as
respite are available, even families coping with an Alzheimer’s suf-
ferer are able to continue providing home care for an extended
period of time. Although most families who had the benefit of the
respite program viewed it as a last resort, often waiting until they
were on the verge of a breakdown to use it, they desired more res-

pite care in the com;:(fayear than any other service.

As we will hear y, families remain committed to caring for
their elderlgefparents or children in home and community settings.
But never hefore have families been asked to handle so many re-
sponsibilities simultaneously. Families are doing their part and
more. The question we must ask today is how public and private
resources can contribute to easing these new responsibilities.

This morning we will hear from families who are providing care
both to children, including disabled or chronically ill children, and
to dependent elderly parents. And our witnesses will include re-
searchers as well as providers of support and respite for families. I
welrome all of you to the ing.

The first panel that the committee will hear from will be made
up of Patricia Brady from Mahopac, New Yo ., Deborah and
Arleen Warnock from Brooklyn, New York, Nancy Lane from
Soddy Daisy, Tennessee and James McEuen from Bethesda, Mary-
land. Come forward, please. Welcome to the committee. All relax
and settle down here. It is a very -axed committee.

OPENING STATEMENT OF HON. GECRGE MILLER, A REPRESENTATIVE IN CONGRESS FrOM
THE STATE OF CALIPORNIA, AND CHAIRMAN, Szrxcr CoMMITTEE ON CHILDREN,
YouTH, AND FAaMILIES

Today the Select Committee on Children, Youth, and Families w:ll explore a new
and emerging issue: the concerns of members of the baby boom generation who find
t!\emselves caring for both their elderly parents and their own children at the same

ime.

This new generation of caregivers is different from any other in American histo-
ry. Healthier lifestyles and lifesaving medical technologies have lengthened the life-
span of aging adults as well as children with severe disabilities chronic illness-
es. At the same time, fewer family members are availab!.: to provide care. The grow-
ing participation of women in the workforce, greater separation of extended fami-
lies, and the increasing numbers of single-parent families have affscted the ability
of families to take care of their own.

As a result, family members are often oomtpelled to juggle careers, nursing duties,
housework, and the nurturing of two sets of dependents. This “double duty” takes
its toll. Family caregivers who work fulltime frequently spend more hours every day
providing care than they do at their job. Emotionally and physically, they pay the
price in depression, anxiety, fatigue, illness, isolation, fear of the future, and guilt
over not doing more.

The financial toll can also be particularly . A significant proportion of family
members are forcod to quit their jobs to fulfill their duties at home. New data from
the Nutional Center for Health Services Research suggest that :li:agle nts—pri-
merily women—who shoulder re-ponsibility for both children elderly parents
are the most vulnerable. They were less likely to be working than those without
family responsibilities.

Despite the serious strains on family caregivers, supports such as respite care, at-
tendant, homemaker or nursing services which help families manage care are ex-
pon_livel and difficult to arrange. In many communities, such services are simply un-
available.
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We will learn today, however, that when support services such as respite are
available, even families coping with an Alzheimer’s sufferer are able to continue
providing home care for an extended period of time. Although most families who
had the benefit of the respite viewed it as a lust resort, often waiting until
they were on the verge of a to use it, they desired more respite care in
the coming year than any other service.

As we will hear today, families remain committed to caring for their elderly par-

ents or children in home and community settings. But never before have families
been asked to handle o many responsibilities simultaneously. Families are doing
their part and more. The question we must ask today is how public and private re-
sources can contribute to easing these new res ilities.
This morning we will hear from familiee who are providing care both to children,
including disabled or chronically ill children, and to dependent alderly parents. And
our witneases will irclude researchers as well as providers of support and respite for
families. I welcome all of you to the hearing.
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FACT SHEET
“Double Duty: Caring for Chilaren and the Elderly'!

CHILDREN, ELDERLY FAMILY MEMBERS NEED CARE

In 1985, an estimated 26.5 million children urder age 1> had
amothers in the labor force; 1.2 million had mothers who
worked full time. If current female labor force participa-
tion trends continue, by 1995 over 3/4 of school-age
children (34.4 million) and 2/3 of prescnool children (14.6
million) will have a mother in the workforce. (U.S. Bureau
of the Census [Census), 1987; Hofferth and Phillips, 1987)

Twenty million children have a chronic physical or mental
condition; 3.2 million are limited in their daily
activities because of their disability. Children in
poverty are almost 50% more likely to have a disabilit
than children from higher income families. (Fox, 1967{

Among the elderly, the need for care increases with age:
131 of the 65-74 age group, 25% of the 75-84 age group, and
46% of the 85 and over age group need care. (National
Council on the Aging, 1987)

In 1982, there were 1.2 million frail elderly receiving
informal care. Of the elderly citizens receiving care from
their families, the majority are female, 1/3 have family
incomes in the poor or near-poor range, and slightly over
2/3 are in fair or poor health. (Stone, Cafferata, & Sangl,
1987)

MOTHERS SERVE AS PRIMARY FAMILY CAREGIVERS; MAMY ALSO WORK

*

Q

ERIC

Aruitoxt provided by Eic:

In 1982, almost 2.2 million individuals 14 or older provided
unpaid assistance to 1.2 million noninstitutionalized
elderly persons witli & disability. More than 70% of the
caregivers were female, and of these, almost 30% were
daughters. Twenty-five percent of adult children caring
forelderly parents had simultaneous responsibility for
children.  The average age of female caregivers of elderly
parents is 57.3 years and 31% are employed. (Stone,
Cafferata, & Sangl, 1987)

Twenty-eight percent of the home-office employees at a
Hartford-based insurance company provide care for an
elderly relative or friend. Among employees ages 30-40 in
this group, 29% have children under age 6; 43% have
children 6-18. Of those ages 41-55 in this group, 4% nave
children under age 6; 37% have children 6-18. (Tne
Traveler's, 1985

In 1987, 57% of mothers with cnildren under 6, and 71% of
mothers with children ages 6-17 were in the labor force.
Nearly 3/4 (74%) of all employed mothers with scnool-age
children aTes 6-17, and 2,/3 (67%2) with children under 8ix
worked full-time. (Bureau of Labor Statistics [BLS)J, 1987)
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Thirty-eight percent of the primary caretakers of children
wlth chronic health conditions are employed. (Human
Servicea Research Institute, 1985)

Forty-nine percent of married working mothers report full
responsibility for home chorea compared wich 4% of aarried
working fathers. (Burden and Googins, 1485)

When a child ia aick, female employees are 6 times as
likely to stay home and provide car. than are ma:e
employees. (Burden & Googins, 1985)

VULNERABLE FAMILIES LOSE INCOME TO PROVIDE CARE

*

In 1982, while the majority of family careyivers of the
elderly reported adjusted fam!ly incomes in the low to
middle range, almost 32% had incomes falling within the
poor or near-poor category. Nine percent of all caregivers
(12% of caregiving daughters) reported they left the labor
force to care for a disabled relative or friend. (Stone,
Cafferata, and Sangl, 1987)

Among one sample of women caring for elderly parents in tne
Philadelghia area, 131 found it necessary tc quit their
Jobs; 40% of them had family incomes of less than $15,000 a
year. (Brody, 1988)

In California, a survey of Bay Arva caregivers revealed
that 221 of those who were not employed outside the home
nad quit their jobs to give care. Tlheir estimated lost
angg;l income was $20,400 each. (Family Survival Project,
19

Thirty-six percent of mothers in families with incomes less
than ilS,OO /year said they would look for work if child
care were available at a reasonable cost. (Census, 1Y83)

FAVILY CAREGIVING: MORE THAN A FULL-I{IME JUB

*
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A Furmext provided by enic:
by

Both male and female employees who are parents spend from
15 to 25 more hours per week on combined family and work
responsibilities than do employees who are not parents.
(Burden & Googins, 1985)

Families provide 80%-9Y0% of tihe medical and personal care,
household tasks, transportation, and shopping assistance of
elderly members requiring care. (8rody, 1985)

Approxinmately 80% of the caregivers of elderly persons
provide assistance 7 days per week for an average of about
4 hours per day. (Stone, Cafferata, & Sangl, 1987)

On the average, caregivers employed outside the home sgend
47 hours each week providing care to an elderly or adult
fanily member who lives with the caregiver, exceeding the
time they spend at the job. Family caregivers who do not
work outside the home spend an average of 18 hours per day
8iving care. (Family Survival Project, 1988)

Daughters provide the same amount of assistance to elderly

parents regardless of the number of children they have or
the ages of their cnildren. (Stoller, 19Y83)

10




CAREGIVING TAKES TOLL AT HOME AND IN THE WORKPLACE

*

Seventy percent of women with double care responsibilities
report stress and worry about family finances compared ‘.o
648 of mothers with child care needs only and 59% prc Jding
adult care only. (Emblen, 1988)

A significant problem of families who provide care i. fear
about the care recipient's condition and uncertainty about
the natur® of illness and treatment. (Masciocchi, 1985)

The most negative consequences of caregiving are emntional
strain including depression, anxiety, frustration, and
helplessness. %Brody, 1985)

More than 450,000 parents have their jobs disrupted each
month by difficulties with child care arrangements.
(Census, 1987)

In a survey of 400 men and women with children under 12,
41% lost 1 day of work in the prior 3 months to care for
family matters. Child care problems were found to be tne
most significant predictors of absenteeism and limited
productivity. (Galinsky, 1987)

Approximately 3/4 of female caregivers of elderly fauily
members rep.Hrt a conflict between work and caregiving and
3b§7§eport that caregiving has affected work. (uivbeau,
19

On the average, vomen miss 1 week of work per year due to
caregiving of an elderly family member. One survey
indicated that women in the highest occupational group
(professional and managerial) missed the most WOrk nours
and were most likely to identify work and caregiving
conflicts. (Gibeau, 1987)

CHILD CARE ANC FAMILY SUPPORT NEEDED, BUT HARD TO COME BY

*
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SO A 1 e Provided by ERIC

In a survey of families providing care for adult or elderly
members, 521 needed information, 38% needed respite
services, and 354 needed emotjinal support. (Family
Survival Project, 1987)

In 1980, respite care was the need most frequently
identified b{ state sucial services for families with
developmentally disabled chjldren. In a survey of
caregivers of Alzheimer's sufferers, respite care was
desired more frequently than any otner service. {(Conen and
Warren, 1985; Brody, 1988)

Seventy-threc percent of women caring for children and
elderly persons report difficulty finding adult care
compared to 66% looking for adult care only, and 55% report
difficulty paying for child care compared to 48% of mothers
with only child care needs. (£mplen, 1988)

A 20-site workforce survey revealed that only 5% of women
caring for both children and elderly persons claimed a tax
credit for adult dependent care. (Emblen, 1948)

While low-income, female-headed households account for
80-90% of the families receiving child care subsidies

11
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chrough some combination of federal, state, and local
funds, many states are serving less than 30% of tneir
eligible population. (Marx, 1987)

In FY 1987, the largest federal spending program that
provides child care assistance and social supports for the
elderly (the Title XX Social Services 3lock Grant) was
worth only half its FY 1977 level, when adgusted for
inflation. (Children's Defsnse Fund, 1987
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Chairman MiLLxr. Welcome to my distinguished colleague, Mr.
Fish. How are you?

Did you come to introduce one of the witnesses?

Mr. . Yes.

Chairman MmnLEr. I want to say to all of the witnesses we will
include your written statement in the writter record of the hear-
ing. Wher . is your turn to testify, just procecd in the manner in
which you are most comfortable. We will hear irom all of you and
then we will come back and ask you questions.

Hamilton, we will start with you.

Mr. Fisu. Thank you, Mr. irmen. | appreciate this courtesy
and am most pleased to introduce to you my constituent, Mrs. Pa-
tricia B of Mahopac, as it is pronounced, which is in Putnam
County in New York. I think that when you hear her testimony,
you will feel, as I do, that Mrs. Brady is quite an extraordinary
woman who bears a tremendous triple responsibility of interest to
this committee, in caring for elderly parents, the grandmother, as
well as a profoundly disabled child.

She is here today to tell you the story, a very gripping story, as
well as to advise you about a parent advocaﬁ;y group which has
helpeu her ecse her burden. That group is SKIP. It is a great privi-
lege for me to welcome Mrs. Brady to the panel.

Chairman MiLLER. Welcome to the committee. We will start with
your testimony.

STATEMENT OF PATRICIA BRADY, MAHOPAC, NY

Ms. Brapy. My name is Patricia Brady. Some call me special. I
am really quiie an ordinary women living with extraordinary cir-
cumstances. I have come here today to tell you of my unique
family and our survival. My grandparents left Jtaly and Ireland
and came to this country in search of the¢ir dreams, where they
met, married, and raised their families in Greenwich Village. M
parents met, married, and stayed in our version of Hometown US
where they raised myself and my two brothers. .

In 1979 I married Laurence Biady, a Vietnam War Veteran an
B- 'ax boy. We and my parents decided that a home which v---d
accommodate them in retirement, my paternsl grandmother «'i0
was 84 and living alone, and our future children who would be
watched by grandparents while we continued to work, as an excel-
lent pian for tomorrow and we were looking forward to becoming
the American family of the eighties.

In 1980, we purchased a home in Mahopac, New York a hamlet
60 miles from mid-town Manhattan. My husband and I commuted
to work daily, to the Big Apple and dad retired from his job of 30
years with the Post Office. We were very happy. Previously pur-
chased property was going to be sold and the monies used to con-
vert the downstairs into an apartment for my parents and grand-
mother. ~ was slinﬁirrl\g pasta, boiling potatoes, holding down a man-
agerial pu.:tion, thriving as a n~wlywed, proud nf my appearance
and quite content with what 1 had created.

In 1985, our first son, Mathew, was born by emergency C-section
at our local hospital. Matiicw was born dead, revived, and trans-
ferred by special ambulance to Neo-Natal ICU at New York Hospi-

13
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like a set
the future

tremely demandi

Mikol from SKIP of New York.
vidual is short on patience, unwi

Yyears ago, unbeknownst to
with soclety’s difficulty in coping

tion to, remai
der
suraight. She categorically refuses

The dream of an extended family
N rental business to put food on the

bouts of severe depression.

tal. For anyone who needs a glimpse into the future, this unit looks
m Star Trek. Mathew spent the first seven months of
his life in the hospital and we were handed a very grim outlook fo~

My son’s care is constant and must be consistent "4 hours a day.
He has a tracheotomy which requires suction and high mist humid-
itly, and rudication to open his lungs. He had a tube surgically
placed into his stomach to nourish him with a liquid diet which is
2 dripped in by an electric pump. He has unrelenting, painful ear in-
fections. He seizes sometimes constantly and cannot speak.

Do any of you question my sobriety in describing my son’s ex-

life circumstances? Perhaps my calm affect is

i due in part to the fact that I have learned that I am not alone, for
there has been someone who has heard my son’s silence—

Parent advocacy groups such as SKIP of New York have helped
Ine come to terms with the most wonderful person it has been my
{ honor to know. Let me introduce you to my son. This defiant indi-

buzzer until you respond to what he is mandating. The reward for
this proper and timely response is a smile that lights up my world.

growing number of friends has thrust me into a new managerial
position heretofore unrecognized and uncompensated. The intrica-
;i::ed of my 24-h01lxlr a dauggl ssvg:—day—a—week job can only be com-
to getting the ann udget passed.

I have become my son’s full-time cgse manag%r, social wo:léle',
primary caregiv.r, systems iaison, and program designer; in i-
aining his mother, Larry’s, wife, Lou and Elizabeth’s

daughter and Angelina’s granddaughter. Corporate headquarters
for these activities is my kitchen counter between the hours of 9:00
am. to 9:00 am. I am running IBM from my kitck n. When 3:00
a.m. rolls around, I dream of the luxury of having a paper shred-

When grandma is having another of her multiple heart attacks
and my son’s cardiac monitor begins beeping, 1 know what my re-
sponsibilities are. And what is really poignant about this job is that
I cannot fail. Grandma has gotten her 92-year-old priorities all

myriads of paper generated by Blue Cross/Blue Shield, Medicare,
and Medicaid, designating me her business manager. It has been
reported that grandma would much

good-looking i.aterns, than to dwell on her disabilities.

unit, taking care of themselves,

for us, is dying. My 68-year-old father is cleaning cars in a car

insufficient. My 65-year-old mother

to remove his hand from his

me, Mathew’s fragility, coupled
with Mathew and his rapidly

to deal with the inconvenient

Prefer to entertain the young,

family table, as our income is
suffers with emphysema and

My hus.and’s blood pressure skyrockets. I am no longer gainful-
ly employed. I no longer hold a position or title. I no longer have
credit. My pension funds and savings are gone. The property to be
sold to finance the downstairs apartment was sold at a quick sale

14
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and the funds used to iive on and pay debts. We remain living all
together in one unit.

In fairness to myself, my husband and Mathew and the unborn, I
plan no more children. Qur dream home and property are falling
apart. We have gone from Yuppies to major financial burdens. I
have become trapped by my own plan. My competence and willing-
ness to do it all has allowed a system to expect my working manda-
tory overtime.

I am not alone. Many women in varying socio-economic strata
are in my poeition. I cannot fail; for if I do, v;l:ﬁv grandmother and
son will be institutionalized and my folks will not be helped in

their late years. The choice is to forfeit my son and family for
myself. This is not a choice. It is an act of defeat. I am calling upon
this representation to remember me and the growing numbers of
families like mine when considering legislation that affects my
family, my child, my kind. We are women, capable, willing, hungry
to contribute to the well-being of our society if given the opportuni-
ty to be a part of it.
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PREPARED STATEMENT OF PATRICIA BrADY, MAHOPAC, NY

My name is Patricia Brady. Some cell me speciel. I'm really quite an
ordinery woman uvinq with extrodinary circumstances. I heve come here
coday to tell you of my uniq.uo family and our survival. My grandparents
left Itely end Ireland end came to this country in seerch of their
dresms, where they met, married and raised their families in Greenwich
Village. My parents met, married end stayed in our version of Hometown
USA, where they reised myself and my two brothers. In 1979 I married
Lavrence Bredy, a Vietnem war veteren end Bronx boy. We and my parents
decided thet a home which would accomodets them in retirement, my paternel
grandmother who wes than 84 end living elone, and our future children
who wruld be watched by grandperents while we continued to work, as an
excellent plan for tomorrow end Je were looking forwerd to becoming the
Ameocicen family of the 80°s. In 1980 we purchesed a home in Mahopsc, NY,
¢ hamlet 60 miles from midtown Manhsttan. My husband and I commuted to
work daily to the Big Apple end Ded retired from his job of 30 yeers
with. the post office. We were very happy. Previously purchased property
wes 30ing to be scld end monies used to convert the downsteirs into an
apartmmint for my parents and grandmother. I wes 31inging pesta, boil-
ing putetoes, holding down a manegerial position, thriving as a newly-
wed, proud of my eppesrence, and quits content with whet I had created.
In 1985, our first son Mathew was born dead, revived and transferred by
speciul ambulance to neo-netel ICU et New York Hospitel. For anyone whe
needs a glimpse into the future, this unit looks like a set from 2010.
Mat spent the first 7 months of his life in hospitel where ws were
hend:d a very grim outlook for the future. Last yeer on Mat's second
birthdey he received e tracheostomy dus to the fect thet his throat
musclee had collepsed. It has Leen e long heul. I heve become jack of
™any medicel tredes, master of Mat's medical co-ordinetion. My son's

cers is constant gnd must be consistent 24 houre a day. He hae e gastros-

tomy tubs (feeding tube) for an eating disorder, an endocrine problam

7"
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and is visually hsndicspped. His cerebrsl pslsey and scoliosis affect
his body’s muscles snd bones. His trsch requires suction and high mist
humidi®y snd medicetions to open up his lungs. Mis esrs are in s constant
state of scute otitis medie. He is « relstively new phenomens of medicsl
teshnology snd difficult for the lsy person to comprehend. Do any of

you question my robriety in describing my sons extremely demanding life
circumstances? Perhaps my cslm effect is due in part to the fsct thst

I heve lesrned that I am not slone, for there is someone who hss heerd
my sons silence - Margsret Mikol, from S.K.I.P. of New York. Psrent
Advocacy Groups such 88 S.K.I.P. of New York have helped me come to
terms with the most wonderful person it has been my plessure to know.
Mathew is & besutiful boy - he 1is also a defiant individual who 18

short on pstience, unwilling to remove his hand from his buzzer until
you respond to what he is mandsteing. The reward for this proper and
timely response is a smile which lights up my world.

The intricssies of my 24 hour s dsy, 7 dasy s week job csn only be
compsred to getting the annual budget psssed. I have besn thrust into

a new mansgerial position, heretofore unrecognized and uncompenseted.

I heve become my sons full time case mansger, social worker, orimary
csre-giver, systems laison and program designer. Corporate Headqusrters
for these activities is my kitchen counter. Filing and tracking insursnce
cleims 1s monumental. I am running IBM from my kitchen.

At present, my husband's employee insurance through AMTRAK (csr- ler

is Travelers) hss $45,000. in benefits left for my son's medical csre.
He hes then used $500,000 of {nsursnce monies and the buck stops there.
Mathew did receive New York State Care At Home Program in March 1987
after his trsch. This is e good program, which has helped save some
insursnce dollars, however Mat's disabilities and HIGH TECH status

ceuse him to use much more than the monthly cap. His pre-existing

conditions do not allow him entre’' to another good insursnce progrsm.

17
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Tha medicsid system is st our option, however we are baing told by
providers that it 1is such a labyrinth that thay do not want to accapt
it ss payment. It is also our understanding thet parentsl income must
be kept within certain guidelines. Nursing coverage is vital to Mat's
existance as none othar than a prefassionsl can assist mom. whan and

if I have a nurse during the day, I tend to chores and many other
family needs. when the night nurse ia on, I try to catch up on much
nesded sleep. An agency provides R.N.'s on shifts - the coat is $32.

an hour. when medicaid is introduced, I can work with tha agency,
however their profit marjins do not allow them tn offer & compa:itive
salary to an R.N..working s medicsid cese. I have haard 5f a wonderful
pilot program called tha FAMILY PARTNERSHIP, a model progrem work ing

in the South Bronx. Servicas are paid for immedistely, thus insuring
that families and children receive what they naed. Providers are happy
with prompt psyment and the fund is reimbursed by insursnce or medicaid
dollars.

My grandmother's bills, going Blus Cross/Blue Shield, medicare and
Medicaid, pose another whole set of clericsl and £fil1ing problems.
Grandma is 92 and in congestive hesrt failurs. She suffers with diabetes,
srthritis and angins. She 1a mantally slert. The dey I was asked to
this forum, she had suffered her fourth heart attack, as simultaneougly
®y son's cardiac monitor began alarming, reminding me of my rasponsibility
The hospital staff reported that grandma would much prefer to entertain

the young, good locking interns then dwell on her disabilities.

The relatively new phencmens of these multiply-handicapped, technicslly
supported surviving children AND the incressing number of the elderly
living longer - coupled with the awareness of government that home 1is
where the family belongs, has crested 8 "catch up" situstion, render

ing me responsible for f111ing in a1l the gaps that everyone is scrambling

to viably resolve.
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Grendma's Home Heelth Ald is supplied through medicsid for five hours

8 dsy, five days e week. whether this is sufficient or not I do not
have time to dwell on. Mom, who suffers with emphazema snd bouts of
severe depression, only receives the benefit of my prayer thet sha

will somehow heng~in for thet is sll I have the time for. My 6b year
old fsther is cleening cars i~ & car rentsl business to put food on

the family table as our income is insufficient. My husband's blood
prersure sky: 'ckets. I am no longer gsinfully employed, I no longer
heve credit. My pension funds and ssvings are gone. The property to

be sold to finsnce the downstsirs spsrtment wss sold st s quick ssle
sand & loss and the funds used to live on and psy debts. Our dresm home
and property sre fslling spert. We have gone from Yuppies to major
finsncisl burdens.

The dresm of sn extended family unit, taking care of themselves,

for us, is dying. I heve become trapped by my own plen. My compstence
snd willingness to do it sll hss sllowed s system to expect my working
mandstory overtina. I am not slone - many women ir. verying socio-economic
strats sre in my position. I cannot feil... for if I do, my grandmother
snd son will be institutionelized and my folks will not be helped in
their late yesra. Tha choice is to forfeit my son and family for myself.
This i3 not & choice. It is sn sct of defest. As I open my heart, my
soul snd my life to this representation, I csll upon you to remember me
and the growing number of families like mine, when considering legisle~
tion that effects my femily, my child, my kind. We are women cepable,
willing and hungry to contribute to’ the well being of our society,

if given the opportunity to be a part of it.

19
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Chairman MiLLer. Thank you very much. Ms. Warnock.

STATEMENT OF DEBORAH WARNOCK, BROOKLYN, NY

Ms. DeBorAH WARNOCK. I am in a different situation because I
do not, myself, care for someone. My mother takes care of my
grandfather, who had a stroke about five years ago.

Chairman MiLier. If we can move the other microphone
over——

Ms. DEBORAH WARNOCK. My name is Debbie Warnock. I am 18

years old. I have a different situation than everyone else here. I do
not, myself, take care of someone, but my mother cares instead.
She cares for my grandfather who had a stroke about five years
ago. The emotional strain and physical strain that is on the family
is on the entire family, not just on the person that is giving the
care.
You feel guilty yourself because you need your parents for you,
when you know that they are needed with the person *hat needs
the help which is my grandfather. You are afraid to leave this
person alone. Therefore, you can no longer go on family vacations
or just on trips by yourself because you are afraid to leave your
grandfather.

My mother lived at my grandfather’s house with my baby broth-
er for approximately four years, three days a week, and it was hard
to see her and my family and it kind of tore us all apart. It is hard
financially because it was hard to pay tuition and the cost of living
kept on rising and my mother could not hold down a job because of
the situation.

Right now my grandfather has aides which live with him seven
days a week, 24 hours a day. Yo :an’t leave them alone because
they are totally incapable of taking care of someone who is in his
situation. The aides really don’t knnw what they are doing and it is
very hard to watch them try and help him when you know they
are incapable.

If there is anything that can be changed by what I have to say
today, I would like them to have better care for older people who
need it and that the aides could be better trained so they know
how to take care of old:r people. That is it.

[Prepared statement of Deborah Warnock follows:]
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PREPARED STATEMENT OF DEBORAH WARNOCK, BROOKLYN, NY

Dear Committees

I come from a very close family. shen one member suffers, we

211 feel the vain. ?Five years ago, 1y grandfather suffered 3

stroke., Jur family has never been the same since, ‘hen this

trauma first happened, we were all worried and confused about

our futures. /e were relieved to have him come home after a

six month stay in a hospital and assumed because of his strengbh

and determination, he would soon be well again. Since my grand-

father was the only one in the family living on the first floor ,

my mother and her two sisters decided to care for him from his

own apartzment. Arrangements were made that each daughter live

with my grandfather three days a week. 4Ye all assumed this would

only be a short term arrangement and things would soon be back to

normal. e were all disillusioned. This craziness lasted for

more than ihree and a half years.

During those years, our home l.fe was being towyn into pieces, I

was thirteen years old and I had to suddenly take on some of my

mother's home responsibities. My Dad, my Sister and Brother and

I had to share chores and learn to run a home without my Jother.,

::;., ‘ 21
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This was difficult because we 3zll depended on her to always be
there. e all missed her and our two year old brother who had
to stay with my mother ‘thile She took care of Papa, .e visited
often but the three days she was gone a week seemed to last

forever. A phone call or visit never seemed to be enough.

fe felt guilty wanting her home when we knew that Papa needed her
there too. de could never go away on a family outing without
worrying about his welfare, He had never been dependent before,
It was hard on everyone who lmew him the way he used to be, to
Zee hina need help to do everything, even to go to the bathroon.
de had always been strong and was always the first person I
would turn to if I had a problem., It was heartbreaking for me

to see him this way and I missed my old Papa,

Through the cregivers support group which my mother found within
the community, the family learned to cope with many things, It
helped Hom to obtain Medicaid for Papa. He now has a live-in
attendant which allows my mother and her sisters to be with their
famjlies, They visit him every day. I can tell by the look in
By mother’s eyes, that she is relieved and a great burden has
been lifted from her shoulders, Of course, there will always

be problems becaus: of Papa's impairments; but it seems to be

easier now that our families have been reunited,

Through all these trying years, our difficulties have brought
us’ closer together. It has made my sister and brothers and I
more avare of the needs of the elderly and impaired and now have
a deeper understanding of caring and sharing., My 1ittle b¥8ther,

7ho is only seven now, is one o~ the best caregivers I imow,
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STATEMENT OF ARLEEN WARNOCK, BROOKLYN, NY

Ms. ARLEEN WARNoCK. I am Arleen Warnock. I am the mother
of Debbie. I have often heard it called the sandwich generation,
and I feel that is what we are because it is so difficult to care for
the older person end at the same time when you are raising chil-
dren, it is like I have two sets of children because when my father
first had the stroke, my baby wasn’t two yet, and I had three teen-
agers.

I know a lot of people said it is much easier because your chil-
dren are older. I feel it was much more difficult, because gs teen-
agers, you really have to guide and oversee much more than you
did when they were five or six. You knew where they were at 8
o’clock at night when they were five or six. It was very difficult
because it turned out to be a jealous situation thing between my
f_iather and the baby which you are constantly torn on who to go to

rst.

Where are your priorities? You can’t turn back the clock and you
can’t say to the baby, well, stop growing now because I have to
take care of my parent. It was very difficult and I feel they lost a
lot by me having to be with my father. It was something I felt we
had to do. We finally got my father on medicaid, but we have to
oversee that because as Debbie said, the aides are not always capa-
ble of handling many kinds of situations and sometimes you get
aides in that do not even speak English properly, which I think is
very difficult, especially with my father and a lot of older people
who have hearing problems.

If they can’t speak English properly and can’t be understood, my
father doesn’t know what they are saying. One time I remember
going over constantly how my father was to be transferred, et
cetera, and they kept saying, “I understand. I understand.” And,
?\ﬁl minutes later she called the police because she dropped my
ather.

The concern is are you going to get someone with any common
sense at all, and will they be capable? Some are capable, but the
majority that I found, they are underpaid and people that have
nothing, I guess no skilled positions that they can hold down. So
this is what they do. I think maybe if they were trained more pro
erly and given better salaries, we would have more efficient people

domﬁ'l:e job.
I think that there really has to be more public awareness of what
is available in the community. I found a support group very helpful
and I think it would be very good if there were more support
ups in the area. My father is on Medicaid only because we
ound out through the support group that there was a surplus
gﬁ:ome plan which for four or five years we were not aware of at
They told us in social services in the hospital and at home that
he made too much money and wou'd not be eligible for anything to
that effect. And if we wanted 24-hour care, because one time we
had planned to jut;go away for the weekend and it would be $100
a day. We couldn’t afford that.
My father belongs now to the Geriatric Center two days a week
and that also I had looked into before he got on medicaid and that

i
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would be $100 a day. We could not afford that. If chere was a day-

care center that would care for the impaired, even a few hours, if

people could get them there, not even if they provided their trans-

ﬁ:;tation, it would be something for the person to lovk forward to.
t is all they have left.

Basically, they are immobils and they can’t do anything. If they
had some kind of communication with the outside world and if
there could be some kind of even T.V. program geared to the im-
paired or the elderly, that would give them something in their life
to look forward to. I think more than anything else, my father is
very depressed and bored—he is not capable of doing anything by
himself, and the depression that stems from th..t. It would be good
if he had at least something to look forward to.

I think also there has to be more laws to oversee the elderly in
hospitals. It is devastating and I could not even go into detail about
what happens in a hospital if the family is not there to oversee
things. You can sit in your own defecation for hours, and it is so
demeaning and depressing and they turn around and say I wonder
why the patient is depressed.

My father had therapy when he first had the stroke for five or
six months and he was put in a wheel chair and they had said that
mentally he was incapable of maneuvering the wheel chair and
they kept practicing and practicing with him. As soon as he got
home from the hospital, we got a new therapist, and he szid the
reason he didn’t maneuver it was because the chair was too high
and his legs were too short.

As soon as he got a shorter chair for a shorter person, my father
was able to maneuver perfectly. So that was six months of wasted
time and being told that he wasn’t capable of doing it. Also, I think
again, going back to the hearing, I have an aunt I cared for that
just died a few months ago. In the hospital, her hearing aid broke
and therefore, she laid there like a vegetable. There was no com-
munication even attempted.

There has to be people to oversee this. I guess there are separate
laws to care for small children that cannot answer for themselves.
I think the same thing should be done for people who are senile or
elderly that can’t speak for themselves and say what they need.
Basically, we need a lot more help. Thank you.

[Prepared statement of Arleen Warnock follows:]
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PREPARED STATEMENT OF ARLEEN WARNOCK, BROOKLYN, NY

Dear Committees

I feel it is very important that thc general public be made
aware of community services available to the handicapped,elderly
and impaired. They should be more educated on what coverage
medicare and other insurance programs will provide and what

the difference is between medicare and medicaid. Families should
be knowledgable in all areas of assistance before the services
are needed so that in the event of illness or any hardship, they
could make the proper decisions that are in the best interest of
all concerned. My father is now on medicaid but on the surplus
income plan. My family was ignorant of this plan and for four
years, we were told by social workers that his pension was tun

high to have any but medicare services.

I believe changes have to be made in what medicare benefits allow
for., Por example, it does not cover the cost of a commode.
Therefore, if you are poor or rich, you may have proper facilities
but middle=-class handicappgg people must self-provide for this

expensive item or buy a huge plug.

I
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Medicalid applicants should not be made belittled b - ~heir inter=-
viewers, It ic degrading to be treated by agency personnel who
assuze that everyone is lying and scheming to get services that
many people truly need but are too proud to beg for.

Charges from services and companies, doctors,etc. should be
exanined more closely in order that monies are disbursed for

- the right purposes and into the propver hands. For example, my
father belorgs to a gereatric pro@em two days a week. I believe
the fee is 3100 a day paid by medicaid. Is that not too high?
Hospitals charge enormous amounts for items which are replaced
too frequently without any regard to costs. My father has a
nylon strip for the back of his leg attachment on his wheelchair,
The wheelchair company bilis Medicaid $6.00 a month rental fee for
this piece. To date, this item has cost $288,00 instead of its
actual cost of about 310.00

Under medicare and medicaid, we need more qualified aides.

If workers were trained better and received a decent salary,

we would get more people in the field with common sense, Also,
because many eld-rly b®® impaired hearing, it is most important
that aid«s speak English clearly. Many home attendants have
accents that can nbt be understood by their patients, /e

believe having a home attendant with my father iy far tstter then
placement in a nursing home. He is able to feel some self-worth,
we are able to visit frequently and, in general, it is a better

environment for people who go thru stages of depression, The

4 N
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one drawback is the uncertainty when he has to change aides.
Some attendants are very competent, compassionate people while
others lack common sense and jidgement in many situations that
arise wh.le caring for the impaired. Once, when my father asked
for a grill cheese tandwich, he was asked if he wanted it with
bread. Some have frequently dropped my father »ecause of their

inproper training in transferring clients from bed to vheelchain

There should be more support groups in the community. Only
people cariry for the impaired, elderly or eaenile can comprehend
what others in the same situation are going thru. I have learned
about services thru my support group and have mentiilly come to
erns with my situation. The constant feelings of being torn
between your feelings of responsibility toward your husband and
children and toward your elderly relative leaves people tc+ally
drained and gullt-ridden. I have learned that I'm also a person
with needs of my own and have a right to those feelings. One

person can not stand alone and do it all, #e all need help.
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Chairman MiLLER. Ms. Lane.

STATEMENT OF NANCY LANE, SODDY DAISY, TN

Ms. LaNe. I am Nancy Lane. My current family consists of
myself, my mother and my sister and two small children. We are
absent two members that we had seven years ago when my father
originally had his heart attack and stroke. The heart attack and
stroke left Dad a complete invalid. We originally placed him in a
nursing home which they thought would be feasible at the time be-
cause they told us Dad was gring to die.

The first visit we made to my father 24 hours after he was ad-
mitted, we found him naked, tied, wet and disoriented and this was
a facility that was charging us $1,100 a month up front. We took a
trip to the Social Service Office and strong language and forceful
determination brought about a state investigation. That investiga-
tion did bring needed changer , but by the same token, we were still
staying with him 24 hours a day.

We were afraid to leave him. We couldn’t face the Ppuso:bility
that we would see him force-fed like we had seen people down the
hall. Even though he was doomed to die, they told us that it was a
matter of time. We decided to bring him home. We brought him
home one day, my two-month premature son the next. We literally
had two babies in the house.

We had a situation where time was limited, we were told, but
over the next two years, my father and my son became each other’s
world. They went through physical therapy together, which we
found out from my father was a deadend situation. But those wwo
years were the best two years my son had ever had in his life. This
was a child that had minor handicaps as far as education and phys-
ical abilities were conce: ..ed, but they grew together.

He brought my father back part of the way and my father tock
him even beyond that. Those two years were not what we consid-
ered maintenance care, which is what a nursing home would have
given him. They have been loving care we would never haye had
those two years that he stayed in that nursing home.

It was a difficult situation, and at that time Dad was in a posi-
tion where his finances helped provide the care and we live in a
rural area and true enough, there are not a lot of support groups
in that area. But (gl; %lvlmg that eig therehlis tht;:: our informﬁtion
system is pretty good. We managed to achieve the things at home
that Dad needed to know. .

His ability to retain that information was low, but ours wasn’t.
We learned how to take cove of him at home. The only thing that
we had was an occasional visit by a nurse to let us know that we
were doing the right things. At the end of those two years when
my dad died, his benefits died with him. It ieft my mother devas-
tated, not just the emotional lues, but the survivor’s loss of benefits
were unbelievable.

She no longer had the free insurance that went thr~agh his work
pension. She wasn’t old enough for Medicare, but she had never
worked. Her health was failing after two years of constant care for
my father. And I was pregnant again with a secont. child, dealing
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gth the handicap of the first, and we literally had to stay together
survive.

There were no options. We either pulled together or we failed. So
a year and a after my father died, I already had a second
child, sick, not as sick as the first one, but again medical bills run-
ning into hundreds of thousands of dollars. And my husband could
not cope with the responsi'.. 'ty any longer. So he left. There
wasn't any time for him. Mv mother and my children came first.
Ht; couldn’t share. He left, and his responsibility stopped and ours
got worse.

M{ sister was our only means of transggrtation. I have a visual
problem that doesn’t allow me to drive. So she became my means
of getting my kids to therapists and to counselors and things that
thm . I had a little that lost his grandfather and father
within a matter of months. He was devastated. Counseling was the
only option that we had.

e a local Head Start organization that makes a swee
ever{ year of our communities, and during their sweep they foun
our family. Now their efforts to get my son into the program, their
directions that he needed as far as his edutational direction was
concerned brought me to where I am today. They taught him how
to smile again. He was diagnosed hyperactive, attention span defi-
cient, finding gross motor dysfunction.

They told me he didn’t have to stay that way. They gave me the
directions to go to find the help he needed and made me aware of
the rights that he had to receive these things. True encugh, my
mother is still ambulatory, but barely. We can no longer leave her
by herself for fear of her falling, hurting hersclf and not being able
to get up. One of us is with her at all tiines.

ursing homes are not an option any longer. The first experi-
ence was enough to tell us that there were no nursing homes that
were fit to take them into because the supervision on this level is
just unbelievable. The professionals are seen only at medicine
checks snd vitals checks, and the only people that you are in con-
tact -vith are the aides.

As in the situation with my father, I had an aunt who was a
little bit financially set, and she gave the aides extra money to
make sure that they were available. We can’t do that with my
mom. We managed to survive on state benefits because there is no
private support. My husband just didn’t leave physically. He left fi-

y.

His financial desertion of us put us in a situation where if it
were not for the state benefits, as far as my children were con-
cerned, they wouldn’t eat, they wouldn't have medical care and I
have worked all my life until my kids were born, but I can’t afford
to any longer.

The benefits I lose when I go back to work means that my kids
don’t eat. They might receive their medical care, but I no longer
receive mine and the medication alone I take a month reaches over
$100. In our area that is a week’s pag‘.aThat doesn’t leave time for
utilities, rent and the things that we have to have.

If there is anything that I can help the committee to understand, d
there are a lot of local organizations that taach you how to help
yourself, support those programs that educate us, give us the direc-

29




25

tions to go in and when we try to help ourselves, don’t leave us on
our own, don’t take those benefits away that we have depended on
for so long, give us a period of time to get on our feet.
Let us become active mainstream citizens again so that we can
contribute for a change and that we are not just dependent.
[Prepared statement of Nancy Lane follows:)
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PrePaRED STATEMENT OF NaNCY LANE, Soppy Daisy, TN

I have long awaited the opportunity to voice my opinions on these
subjects. I orefer to call us @ double dependent familv. The reason beina
we deoend on the other for survival.

I am so aratefu: my great grandmother escaned from the "Trail of Tears".
It enabled her to pass her couraqge or to help us fi~ht cur ficnt todav.

The last several years have taught us to finht our nealt, svstem,
government agencies, 11lness, divorce, and death. The first fight came when
my father suffered a stroke some seven years aao. The illness we could not
“1aht, onlv survive. ~he nursinn home though was another storv. >nlv twentv-
four hours after admttance we found him tied., wet, nakea and disoriented.

The fiaht with the facilitv that was chardina us $1100.00 ner month cost them
much more. There wasn't enough taoce or alue to put them back tonether and a
state 1nvestigation brought chanaes needed by all.

The facilitv was a orivate one. It was beautiful to see and hard to
digest. The staff were all well-paid, trained orofessiorals. Thev were seen
onlv at medication time or vitals check. The cCieanina staff sna aids were much
nore accessible. T0 i1nsure Ms needs were mct, and auality care was civen,

a famly member stayed with him twenty-four hours a dav.

Being unable to feed himself would have found him starving had it not
been for constant attention. We gave extra monev to the aids to orevent force
feeding and keep them available when needed.

Around the clock family sitting convinced us, dying or not, home was
where he belonged. So home he went. If pnly our society would nractice lovina
care instead of maintenance care, the benefits would be incredible. We brought
home my two month, oremature son and father within a dav of each other. My

father did die, but only after two vears of lovina and fiahtino and qrowing
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which we would never trade for a thing in this world. I trulv believe those
two vears we had would never have habpbened 1n that nursing home.

His death wasn‘t just an emotional loss for us, 1t nearlv devastated mv
mother financiallv. The survivor loss of benefits were tremendous. No free P
insurance with full coverage, or sension. and onlv a nortion of the Social
Security was all she had. So we pulled togethe=. With another baby on the
way and a sick two-and-a-half year old already here, we loved hard and fouaht
hard to keep it together.

I had @ responsibility to mv own children and 0 mv mother as well.
Grief drifted awas on the wind, for livina leaves little time to stand sti1l.
My husband had difficulty in realizing everyone's ability to make it denended
on everyone staving todether. So eiahteen months after mv father's death and
a year to the day after the birth of a small, beautiful, but sick daughter was
born, he left. The responsibility became so much and my time so divided he
walked away. His responsibility decreased and our oroblems Arew.

The next few months were some of the hardest of mv 1:fe. ‘tv son was
11agnosed as hyoeractive and attention snan deficient. “his counled with
the loss of his father nearly destroved a beautiful little boy. Trvina to
cope with this almost beat me.

Little boys and girls have to eat, need new clothzs and shoes, so state
aid came to our rescue. The provider agencies were my enemv as well as my
salvation. I had always worked and been independent. Now I couldn't afford
to. I didn't have the time or the benefits to spare.

Then Head Start found us and a door finally goened for us. In the
beqinning we were both shy about qoina. The struqgle had wrecked it's toll

on us. I began to see hooe when the teacher coaxed smiles back 1nto my son's
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eyes. They aave me a direction to reach for and I did. With their heln
my son aradually came off medication for the hvneractivitv and counselina
with professionals gave us back our confidence.
Head Start heloed us help ourselves grow. Thev orovided not onlv
the educational direction for mv son, but they nave me a mao on how to
get there. étaff advised me on riahts and how to qet the services in the
nublic school svstem he needed. Our local public mental health clinic helped
get the diaanosis to classifv him educational handicanoed. -
The one thina [ didn't realize was that I had learned to fiaht within
the system instead of against 1t. Within another vear Head Start onened a
door to me by election as Center Chairoerson.
During the next school year my sister became involved also at the
center level and mv mother beaan heloing from home with anv nroject we
brought home. The nroaram not only helped boost our abilitv to nrovide
things needed for our family but beaan to let us 9ive our own helo to
others.
This nast school vear found me as elected chairperson “or the Policy
Council, representing the whole program. As a direct result of -hese growino
changes | am now in a nosition to pass my success on bv hooefully testifving
tc the Select Committee.
To say that things have changed miraculously would be misleading, but
there is hope. My exhusband is some $12,000.00 behind in support oayments R
and millions of dollars behind in love and attention pavments to our children.
My mother's health 1sn't as good as it was and we stay close to home more

than we did. We still barely make ends meet month to month. On the other hand
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mv son has cut his resource time in half and is successfully mainstream
educationall/, making good erades. My dauahter 1s functioning on a level
several months above her aae aroup. The educational success 1s directlv
a fact of their Head Start exneriences.

It would be nice if I could face joinina the work force asain, but
the loss of benefits and the comolications of child care and health care
sti1] make me and my familv dengndent. Dependent on the aaencies orovidina
the necessary assistance for survival.

If there are anv sugaestions I miaht make, 1t would be to heln us helo
ourselves. Look at levels of local and state suobort svstems to recoup us to
orivate support instead of public sunoort. Find an incentive to thnse families
to choose to help themsnlves by taking care of their own. Help those of us
who want to succeed by sunporting those local oronrams who teach us how, but
above all enable us to know that when we try and fail to helo ourselves that

our government will heln us, not penalize us for trvina.
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Ms. MoreLLA. | appreciate being able to come here to the Select
Committee on Children, Youth, and Families on the important
issue that I have already heard articulated by these very eloquent
spokespeople. | am a member of the Select Committee on Aging,
and we have been discussing and given considerable time to this
whole concept of care-givers in our society. Truly, one of the great-
est needs and challenges is what we have today at your hesring
where we are talking about double-duty care-givers, these pe-ple
wh‘; have responsibility for caring both for children 2nd aging par-
ents.

I am pleased to have the opportunity to introduce to you the
final member on this first ‘panel, a gentleman who is a constituent
of mine, James McEuen of Beth Maryland. He has two chil-
dren, aged five months and seven years and also has an aging
mother who is in a nursing home. Thus he is trying to care for his
children while at the same time taking care of his elderly mother.

As his testimony will indicate, this i8 not a typical situation, but
it is a very stressful one for all members of the family and is one
shared by others in the country. His testimony and dilemmas
facintgr}t'he other witnesses today do represent many families in our
country.

A number of legislative initiatives and proposals will be looked
at by this committee and, Mr. Chairman, I look forward to working
with the committee in any way that I can. Again, thank you for
holding this hearing.

Chairman MiLLer. Mr. McEuen.

STATEMENT OF JAMES E. McEUEN, BETHESDA, MD

Mr. McEueN. Mr. Chairman, distinguished members of the

Se%ectcob;?ee' today to share the painful f

appear before you y to s the pai experience of one
family of the sam{wich generation. I would like to thank you for
the chance to make sense of this past year and to look up and
think of the future as I ask each of you to do, to think of the future
as I range over my prepared testimony, as I range over three gen-
erations.

I would like to thank Connie Morella. When my father died last
St. Patrick’s Day, 1987, I called the Office of Personnel Manage-
ment. He was a retired civil servant. They told me it would take
three months for me to get the forms to apply for his pension, the
survivor’s benefits for my mother, three months just to get the
forms to apply.

e to vxainto a nursing home immediately, as soon as we
could do it. t could I do? I called my Co oman, Mrs.
Morella. She had one of her aides call on O and we got the
forms in three days. It got some kind of a bullet on the file and my
mother, thank God, got her pension check, I think, within three
months. During that time she exhausted all of my father’s life in-
surance benefits.

That i8 one little side story. This is a Washington story. It is a
middle class story. We are lucky to have the resources we have, but
we are not only lucky. We have worked hard for them for two gen-
erations. Those resources are inadequate for me to put a patient in
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a nurging home. I am a bit ashamed that I would complain when
my fellow witnesses are going through such ar ordeal. We are
é(g‘nfsthrough an ordeal, too, and ;%a i8 not enough iven with the

'S pension to a survivor’s stay in a nursing home.

The first effect o?a tie sandwich generation is the extreme isola-
tion. We dipg:d into the well of our financial and inner resources,
at times to find it not only dry, but also to feel its walls pressing
close around us, alone and in dark. Whatever legislative family
care measures you consider, I think that the need for information
is paramount. You must insure that this need is ameliorated for
the beleaguered care-givers. ’

In 1987 in the nine months of hmaxévgmﬁon we lost my father
suddenly to a burst aortic ane . We lost my wife’s mother on
June 3rd to cancer. On April B, three weeks after my father’s
death, we institutionalized my mother in a nursing home. At least
for 25 years my mother suffered from central nervous system dis-
ease, a slow degenerative illness like multiple sclerosis that affects
the motor functions and ;reech, and she also suffers from emotion-
al problems that have led to periodic violence and atlempted sui-
cide, and for the past 15 years she has been wheel-chair bound.

t same year, on November 23, we gave birth to our second
son. Thank God, both of our children are healthy. I don’t know
what we would have done if we had had disabled children. These
events struck when our own full-time, two-career, day-care life was
already stretched perilously thin.

Let me describe the three 5enerations. I was born in this city,
the eldest of four children and was raised in Silver S{)rirg, Mary-
land, in Montgomery County. My father was a GS-15 U'S. civil
servant when he retired in 1973. After college, marriage and my
graduate degree, my wife and I returned to the Washington area
and took beginning f;(x)sbsin publishing here.

We both are 40 this year, our anniversary. As many of my
generation have found, it took longer for us to get st . There
was this article in the Reader’s Di that prices have %one up 400
percent in the last ten years. We dclayed child-bearing for econom-
ic reasons. In 1981 we bought cur first home. We couldn’t even
afford the neighborhood I grew up in. We had our first son on May
7, 1981. We were 33 then, We needed two full-time incomes plus
rea.’l]a.}- supplemental free-lance income to survive economically.

e improvised day care for my first son. For my wife it was 18
months of a combination of unpaid maternity leave and part-time
work. My mother-in-law commuted regularly out of her own ex-
pense from Red Bank, New Jersey, out of love for the first grand-
child in the family. She spelled my wife for one day, actually two
da;s when she went back to work part-time.

or eight months of that 18 months, I spelled my wife for an-
other day. I guess I am honored to be the o ﬁ' sort of eighties male
cara:-ﬁiver here today, and I eat quiche whenever I can get it,
fr y. I was able, as a writer and editor, to take my work home
:;1 tokcare for my infant son to give my wife the time to go back

work. )

After these 18 months, we found day care in our neighborhood. It
was not through the Mor;;%omery County licensed referral system.
We tried that. The licensed home day caregivers were spread out.
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Some of them seemed inadequate. We found it through our elemen-
tary school. We were wonderfully pleased with our day caregiver.
My eldest son was lucky to be in an extended family day care
situation. That is what it was like for him. In 1984 I changed jobs.
We moved and traded u%lﬁhe same sort of thing that many in this
area do. We then found full-time day care for our son in a day care
gﬁnber that t;gm after goollﬂca:l: in the elementat;ybschool in
e neighbor . It was o y care center with busing ar-
ments to that elementary aciool.

e could barely manage our higher mortgage and the child care
costs. We scraped to refinance our mortgage to get some relief. My
first son continued in that day care center until 1987 when my
wife, after eight years at her job quit so that she could care for my
eldest and the new baby, also to keep up with the mountainous pa-
Ferwork it takes to manage our own family, help with settling my

ather’s estate, help her own father get over the grief of losing his
wife, and the incredible amount of paperwork to keep my mother’s

care going.

In 1986 we learned of my mother-in-law’s cancer. We were trying
to give care and solace to her and my father-in-law during her sur-

ry radiation therapy and her intense pain when my father sud-

enly died. He oohll:‘rsed trying to help my mother up in the bath-
room where she had fallen as she uently did in caring for an
operable prolapeed uterus, as well as other disabilities.

My father handed my mothe. the telephone and she called my
sister. He collapsed again. My sister called an ambulance. Before I
could to the hosKital, I had to pick up my son at day care and
zyhin'!e downtown. My father was dead. I never got to say goodbye

We then had to immediately find some kind of care for my
mother. We didn't know where to turn. We tried through agencies
in the phone book to get in-home registered nursing care for her at
incredible expense—$200 a day or $250. I forget what. My mother
scuttled the whole thing because she was afraid of strangers
co: into the home for the night shift.

At that time, at the same time we were filing claims, findmg
lawyers, notaries to get the power of attorney for my mother an
her renunciation of the executorship of my father's estate—she
can't handle that kind of stuff and we don’t want to have her de-
clared incompetent and strip her of all dignity—we were comfort-
ing my mother and working out rivalries among four children, ar-
ranging for the funeral and burial, visiting nursing homes trying to
locate one she could afford and that was clean and caring, all the
while mv mother-in-law was dying of cancer in New Jersey and my
father-inlaw was becoming dangerously depressed. We hired a
social worker out of the insurance money, which paid off quickly,
to help us with all of these arrangements. Her name is a
Kane. We read about her in Newsweek. She specializes in helping
out-of-state families with parents in the Wasmgton area to ar-

e for care here.

er services have been invaluable. We found a nursing home for
my mother, luckily one that was clean, small, home-like, church af-
filiated, run by the Adventists, called Brook Grove, in Olney, Mary-
land. Her government pension doesn’t cover her expenses there.
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She falls short about $275 a month. To make up for that shortfall
we had to sell the house in Silver Spring.

First we had to repair it. It was in chaotic disrepair. Both of my
sarents were incontinent. The basement, the recreation room

ownstairs where I had watched TV as a child was piled to the ceil-
ing with debris. They had rats. It was not a pretty scene. We bor-
rowed money ag::nat the sale of the house, repaired it and finally
sold the house this past January.

That is all of my mother’s assets for the rest of her life. We are
trying to manage them well for her. One of the effects of being in
this position of doing double-duty, of living in the middle of the
sandwich, my wife and I have not yet properly mourned our lost
Karents. We haven’t had time. We were repairing my mother’s

ouse and we have been ing her personal affairs instead.

We finally found all the reco?vfs to settle my father’s estate. In
effect, he died penniless. He hadn’t paid his taxes for two years and
all of his money, 40 years work for this government, will go to the
IRS for back taxes. My mother will get nothing of it. She paid for
his funeral herself out of her limited personal funds. We have been
paying bills for two households, and the time with my older son
anld care for the baby, with all that, we have little time for our-
selves.

Our marriage, thank God, is strong, and we grow together
through these changes. My mother calls at all hours for us to drive
the 45 minutes to brinﬁ her mouthwash and other incidentals not

rovided in a nursing home. These are the facts of our aaily life,
ittle things that become big things because they are so constant.

She wants us to take her out, to do her laundry. The laundry at
the institution ruins her few %’,Od dresses. She has to see a gyne-
cologist and oghthalmologist. ere is no transport. I am running
out of annual leave. I have to take annual leave to take her to the
aﬁrointments. The county runs a shuttle business, but they can
only use it once a month for some Lizarre reason.

My wife has sacrificed her career for our children’s welfare and
our family’s welfare. We have no financial safeguard ourselves. I
have foregone rttagid career advancement because I don’t have the
time to put in the extra hours and get the extra education. My
weekend time with my own kids is limited because of my mother’s
needs in the nursing home.

I will mention my last point. Our older son’s last year of day
care in 1987 was marred by the effects of an apathetic and negative
primary caregiver. The center was fine. It had the climbers and the
swing sets, but it didn’t have a dedicated c?zﬁver for my son. It
affected his self-esteem severely. We considered going to nee a psy-
chologist. I didn’t think it was possible for a four or 1ve-year-old to
be sevehr:y depressed, as I had been going through all the changes
that I gone through, but this subjective kind of thing, a care-

swer who sits and barks orders affects children. It affects them

eeply.

l’f:a had trouble in kindergarten because of it. This year out of
day care he has blossomed. He has many friends, and he is self-
confident und an excellent student, and he has been ill only once.
He was ill constantly with strep throat before. It seemed that it
was an antibiotic resistant strain. We would go through three dif-
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ferent antibiotics before we could knock it out. He had head lice
about every three weeks. The caregiver blamed him as being the
lice carrier, a kind of typhoid Jonathan. It was endemic in the
center. My wife was pregnant and she couldn’t use the lice sham-
poo. These are little things, but they take their toll.

We are fine now. We are stretched thin. We are coping. We are
lucky to have the resources that we have. I would urge you to con-
sider all families in this position regardless of income level We
need in this country a safety net that will catch everyone, not the
poor only, not only the middle class, not only the affluent. Every-
one has children and everyone has parents. This society is brutal to .
the very young and the very old and it has to change.

We are the baby-boom generation. I have educated myself on this
issue. We have the numbers, folks. As soon as we wake up to this,
as soon as my generation, brothers and sisters, go through this,
they won’t forget it. As soon as they realize that our society is in-
adequate in giving the kind of assistance that we need for the
American family to survive through the coming decades, I think
they are going to vote this issue and vote it with overwhelming
numbers.

There are going to be some careers ended here, and new careers
will begin. Thank you very much.

[Prepared statement of James E. McEuen follows:]
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PREPARED STA1EMENT OF JAMES MCEURN, BeTHESDA, MD

Mr. Chairman, distinguished members of the Select Committee, I appear
before you to share the experience of one family of the "Sandwich G¢neration’'--
2 middle-class suburban, local family whose members have done the expected
things to succeed but who have seen their productivity, creativity, and ex-
pectations curtailed because of providing simultaneous child, infant, and
elder care with little information or support. Whatever the legislative
measures you will consider--and they must be incisive and far-reaching, to
include, for example, uniform tax credits, employee leave, and qu:ility scan-
dards for family care; consolidation and improvement of coverage of Federal
family-care programs and family-care assistance to the states; family-care
incentives to private firms; even extension of universal public education down-
ward to cover 3 year olds, and Medicare to cover long-~term nursing care--~you

wust know that loneliness and lack of comprehensive information about family-

care options are the first pressing effects of being "sandwiched." Ensure at

least this care for the beleagured caregivers.

At times we have dipped deep into the well of our financial and inner re-
sources only to find it dry--more important, also to feel its walls pressing
close around us, alone and in the dark. I stress fawily care, for the needs
of the very young and the very old are similar, as is their shocking, barbaric,
dehumanizing neglect by our society. Some years ago it was said that national
family-care policy would destroy the American family. Preposterous bunk. It is
precisely the lack of such comprehensive policy that threatens to destroy the
Aperican family now, to unravel slowly the central knot of our social fabric--
a generation of children with tenuous self-concepts and attachments to basic
social institutions in an enviromment of easy drugs and heightened global
economic competition; a rapidly aging older generation that faces near certain

impoverishment as its life expectancy increases. And 1 emphasize uniform measures
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becauae all familiea with young child~en or infirm, aged parents need help,
regardlasa of income level.

In 1987, in the 9 months of human gestation, we loat my father suldenly,
on March 1/, to & «.ptured sor .lc aneurysm; we lost my wife’s mother--oir own sole
emotional caregiver——on June 3 to lung caucer; on April 8 we institutionalized my

mother--who for at ' aat 25 years has suffered from central nervous system dia-
ease, a3 alow degenerative illneas like multiple sclercsis that affects motor
function and speech, and from emotional problems that have led to periodic violence
aa well sa attempted suicide, and who for the past 15 years haa been wheelchair-
bound; and on November 23 we gave birth to our second son. These major life events
struck in succession when our own full-time, two-career, daycare life was already
stratched periiously thin. Let me describe our life before 1987, give additional
descriptics of tnat yeur, and conclude with the effects on my family.

I waa boru in this city and raised in Silver Spring, Md.; my fatier was a
GS=~15 U.S. civil servant at his retirement in 1973. After college, marriage, and
ay graduate degree, my wife and I returned to the area and took beginning jobs in
acheclarly publiahing. We are both 40 t%ia year, the Year >f our 20th anniversary.
We delayed chiidbearing for economic reasons. In 1981 we bought our first home,
in Silver Spring, but we could not afford my childhood neighborhood. When we were
33 we hsc sur first son, on May 7, 1981. We needed two full-time incomes, gs well
as regular free-lance work, to survive. We improvised childcare: 18 months of a
combination of extended unpaid maternity leave and part-time work for uy wife;
regular commuting from New Jersev for my late mother-in~’ , 8 months of one-day-
a-week "paternity" work at home for me, during which time I also did massive over-—
t.se assignments to make up my wife's lost income. After 18 months we found home
daycare in our neighborhood--not through Montgomery County licenscd referrals, which
we sci.. .=d, but through the local elementary school. Our caregiver, with whom we

were quite pleased, became licensed during the time we usad her services.
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In 1984 I changed jobs to increase my salary, and we moved to a more expensive
neighborhood for its well-respectad public schools. We found full-time daycare
for our son at a daycare center that of fered after-school care in, and busing to,
N our local elementary school. We c.ild barely manage the higher mortgage and child-
- care costs, and we scraped to refinance our mortgage in 1986 to gain some relief.
Our son coutinued in daycare until the birth of his brother last year, at shich
time my wife resigned her position after 8 years with the same employer so that
she could be the caregiver to our children as well as keep up with ti¢ mountainoua
paperwork required for my mother's care. We sacrificed 25-30 percent of our gross
joint income, but that reduction became only 10-15 percent after we factored in
double childcare and increased "marriage tax" and working expenses--a bargain,
given the unquantifiable physical and psychological costs from the stress of four
waily schedules and doubled parental guilt.
In 1986 we learned of my mother-in-law's cancer. We were trying to give care
and solace to her and my father-ir-law as best we could during her surgery, raciation,
and pain when my father died. Hc collapsed trying to help my mother up from the bath-
room floor where she had fallen—as she frequently did in caring for an inoperable
prolapsed uterus-—regained consciousness long enough to give my mcther the telephone,
then collapsed again. My mother called my sister, who came from work and called an
ambulonce. Here is an example of the tolls of "double duty": I was sick that day;
before I could get to the hospital I had to pick my son up at daycare and then my
wife at work downtown. My father was dead by the time ! arrived; i never was able
to tell him goodbye. Next, on the day of his funeral, we learned of my wife's pregnancy.
Before my father was buried we had to find 2Z4-

hour supervisea care for my mother,

who could not be left alone for even a few minutes. We anticipated this, as surely
8s we had been broken as a family by her emotional swings and violence over the years.

At first we children took shifts. My mother at the last minute refused complex arrange-

ments fo ,rivate in-home nursing--incredibly expensive--for fear of strangers at
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night. We finally hired the Spanish-speaking housekeeper-companion and her family
to move in--an unreliable ard disruptive arrangement. At the same time we were filling
out inaurance and pension claim forms, finding lawyers and notaries to obtain my

mother's power of attorney and executorship of my father’s estate, doing the daily

shopping, juggling babysitting for our and my siblings' children, comforting my
mother, working out old sibling rivalries, arranging the funeral and burial, and
visiting nursing homes. All this at the same time my mother-in-law was dying and
my father-in-law was becoming severely, dangerously depressed.

We thought we would go mad. Luckily, out of the blue, I remembered a Newsweek
article about a local private soclal worker, Barbara Kane, who helped sut-of-town
children care for their aged parents here. We hired her iumediately to help us
stay sane and find affordable, Medicaid-certified nursing care. Her services have
been invaluable. After my mother was admitted to Brooke Grove Nursing Home in Olney,
Md.-—a small, clean, church-affiliated, home-like, moderately priced nursing facility--
we had to sell the family home to suppiement her civil service annuity, which falls
short of the monthly nursing home cost by about $275 a month, exrluding the social
worker's fee. We borrowed $15,000 in a second trust against sale of the property
to repair the chaotic neglect of my parents’ last years there. We settled on the
sale in January 1988.

What is double duty--life in the sandwich--like now? My wife and I have not
yet been able to mourn our lost parents and put our grief to rest properly--we had
been repairing and selling my mother's house and managing her complex finanrial
aff;irs instead. We are still searching for records needed to close my father's
estate. Paying bills for two households, time for my older son, and care for
the baby leave little conjugal time for us. My mother seems set. =d now but is
volatile and has had rwo incompatible roommates and enough friction with the staff
to warrant & omultidisciplinary conference. She calls at all hours for us to drive

45 minutes to bring her mouthwash and the incidentals not provided in a nursing
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homs, to taka her out, to do her delicate laundry. When we botli were working,

it was & child's illneas that would auddenly wipe out our precisely orchestrated
achedules; tow it ia any specialized medical care for my mother. She must see a
gynecologiat and opthalmolugist regularly, and I must take vacation leave to trans-
port her. My wife has sacrificed the satisfactions and income from an established
profeasional career for our children's welfare. Her free-lance editorial buainesa
has driei up, and with it our financial safeguard. I have sacrificed rapid career
development becauae I must take frequent annual leave to atterd to my mother's
needs and :annot undertake necessary further academic training at night. I have
delayed pursuing a promising parallel career in creative writing and had to resign
8 leadership role in my church, in which I have become jnactive. W2 are heavily

in debt and ctannot adequately gave for our sons' college education. Any inheritance
for the granachiidren from my parents’ lives will likely heve been used up by my
mother's nurs.ng care.

Our older son's last year in daycare, 1987, was marked by the effacts of an
apathetic and uegative primary caregiver, by the center's financial and staffing
difticultiea, by xinor injuries ;rom inadequate playground supervision, and by
corstant bouta with head lice and strep throat. He had behavioral difficulties
in kindergarten serious enough for ua to consider taking him to a psychologiat to
help improve his aelf-esteem. But this year, out of daycare, his self-confidence has
blosaomed, L2 is an outstanding atudent, and he has been ill only once. Our 5-mcnth-
old baby, cared for at home by his mother, is thriving. We see the rightneas of our
choices in the happy smiles of our sons. With God's help .nd our own continuing
strength, like them we too shall thrive.

Thank you, Mr. Chairman and members of the Committee.
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Chairman MiLLer. Thank you.

Let me thank you for sharing your stories, if you wiil, with us.
When I sit here and I listen to you, each of you has told a story
and you have reflected all of the values that very often politicians

ive speeches about and we say we want in the American family.

alues such as a sense of obligation, a sense of value for our par-
ents und our children, and maternal and paternal decisions about
our children and about other members of our family that we say
we want to see families exhibit and that we like to believe that we
exhibit in our own lives.

What is interesting, if you read each of your histories, and as I
listened to you, each of you has subsidized those values in a rather
dramatic way wich the loss of a job, the loss of a spouse, alienation
of your children—and with your own well-being, which must in-
clude incredible fatigue in terms of your daily feelings. What your
testimony calls into question is whether or not that is really cor-
rect, whether that is really the way it should be.

You know, we have information here for the members which sug-
gests that the average annual loss in income to families that
engage in these kinds of activities is about $20,000 a year because
people are forced into dropping one source of employment or
income. As Ms. Lane pointed out, you really don’t have the option
of I%gl;lilf back to work and you worked every day until this crisis.

y, that is a penny-wise, pound-foolish policy of the govern-
ment. Mr. McEuen, you discussed your mother-in-law coming down
to provide child care for you at a tremendous commutin%ndmtance
and what that saved in terms of your family income, which kept
the burden off of the government for a whole lot of services. That
calls into question this mix of services that are needed for families,
respite care so you can go out into the park and scream or not get
angry at your children or you can spend time with your children
away, or also just to have the luxury of taking a deep breath and
thinking this thing through with your spouse or your ctildren or
your parents.

What that really means in terms of savi:gs to us, since you obvi-
ously are willing to take on this burden, is really quite remarkable.
You reinforce the notion of family that we say we want. I question
z;lhither we have to make victims out of people in an effort to do

a

Let me ask you quickly, what would be the one service that you
would think, and I know you obviously described a multiplicity of
circumstances where different things were needed, but what would
be the one service that you really think would make the biggest
difference in your daily life.

Ms. Brady, you described a 24-hour day, where you are either
tlere or on call in your residence. What about you, if you can

speak tl??

Ms. Brapy. I don’t think that I could come up with one major
solution to all of the problems. Looking at it from the perspective
of my son, my mother and my grandmother, some kind of consoli-
dation is n. assary. Her care 18, as I said. We are going Blue Cross/
Blue Shield, Med:caid, Medicare. Why isn't that just one thi

In my son’t case, for me, for what we are gomﬁ through, if there
were some type of insurance policy that he could have that would
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help him, because we are running out of insurance dollars and that
only means more devastation to my family. That is the only thing
that I can say would work for me. I don’t know how that works for
everyone else,

Ms. LaNE. I am not sure that I have any suggestions, other than
those that I made about helping us to help ourselves. We are a suc-
cess story in a sense of the word. We are not financially set. It is
still very difficult, but we have weathered the hardest part of it.
We are successful in that we have managed to put everything in a
littlo compartment.

There is time for each thing, for each member of the family, and
this has been an ongoing situation for seven years. I still have a
basically healthy mother, but she is reaching a point in her life
and I had forgotten when I dealt with the situation with my father
how difficult it was to provide medications, the insurance, the ben-
efits that are so tiny compared to the cost of the medical.

It is unbelievable. She has been sick for three months. She is
losing her ability to walk. She is waiting fer her medicare to take
effect the first of June before she goes to the doctor. She doesn’
have the benefits together. You see too many tituations where you
{xlav:b (ine spouse pass on and the survivor benerits, losses are unbe-

evable.

We are a younger geueration in that how I deal with my chil-
dren. The options are there; the help is there. We are lucky in our
area. We have a lot of good support through a lot of different crga-
nizations that give us the directions to go. We are still very, very,
ve.y, detrimental to our “gray” population, though. They are in-
creasing, and I hope when I reach that point, I am not going to
have to worry when I am going to have medication, the money to-
gether to see a doctor, and I am not sure that public health sys-
tems are designed to help those people.

They suffer so much in terms of illness, That is what aging is.
There is correct help and more help to prolong that life, but what
is the sense in prolonging it if you need to go tc the doctor and you
can't? So that is, to me, the biggest roblem, the health system in
genenal, the funding and benegts. t makes it difficult. That is
where the drain comes on the whole fami ly If you can provide that
health cost, you have got eveﬂ;thing else licked. You have got your
own support. your own love. The health cost is what kills you.

Chairman . Deborah, from your perspertive?

Ms. DeBorAH WaRrNoOCK. I think the most im ortant thing that
you have tc work on is keeping the family together and close. If
there was more support groups that help you let out your feelings
80 you can just worry about loving your whole family use once
you lose love, it is just not even worth living because if I had to
worry chout taking care of him or having my grandfather put in a
place where there wasn’t love, I don’t think I would want him to
even stay alive.

You have to think about when you are older, who is ﬁoing to
take care of you and if you are going to be cared for with loving
care or if you are just i(:;ng to be cared for. Maybe you won’t even
ke care:ill / or the way things are going now. So Just you need love,
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Ms. ARLEEN WARNOCK. When I was originall taklrg care of my
4 I ha

father and my sisters did it also, and thank God someone to
shere that with, but, I think at that time, I think it would have
been a great idea if I had an hour, one hour out of 24 hours just to
be able to walk around the block and say I have no responsibilities
at this moment.

But now that he is on medicaid and we constantly oversee it, it is
in our minds and constantly an emotional strain that we have to
overlook what the aides are doing.

If I could know, there was someone capable for him, that would
be the most important thing. -

Mr. McEUEN. I remember the complete lack of information of op-
tions. What I would want would be some kind of centralized, maybe
computerized, comprehensive family care clearinghouse, a family
care network that was advertised, funded to the states, so there
would be one in every county. Call it a family care network. You
have trouble. You call them, and they would have a social worker
and an administrator who would know about all the options and
programs. They would have a leﬁal aide and they would have some-
one maybe who knew the health system. So in one place, wheiher
the family crisis was with our parent’s generation or with our own
children, you would know right away and yon would go to this one
placﬁ %l;d they would tell you what all the support arrangements
might be.

ey would have lists of the nursing homes and day care centers
and you wouldn’t have to spend the days on the phone, not hours,
days, trying to make all these arrang :ments, I think that is what I
would want. :

Mr. Coats. Mr. Chairman, I really don’t have any questions.

I want to thank the panelists for appearing this morning and
sharing their stories with us.

You represent millions of peo‘fle in this country and across the
world that have been trying to deal with the age old probiem that
has been with mankind as long as mankind has been in existence,
and that is caring for one another and the family, the difficulties of
doinmat, and what support might be available.

I thank you for your contributions.

Chairman MiLLER. Mr. Durbin?

Mr. DursiN. I have to concur with the chairman’s conclusion
that what we have heard in testimony this morning suggests that
there are an awful lot of unheralded heroic acts going on day-to-
day. Thank you for coming in today and giving us your experiences
and perhaps reminding some of us who feel that we are under pres-
sure that we aren’t even close.

One of the things that I find curious is the continuing suggestion
that nursing home care is so inadequate; that so many people who
have been through this experience with their elderly parents or
relatives come away from it saying this is not even a good place to
go and die, let alone to consider living.

Most of that is the subject of state regulation. We have tried at
the federal level to establish some minimum standards through
Medicare, but has any one of you found a nursing home facility in
your communities that is the exception? Is it so expensive that it is
prohibitive?
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Mr. McEueN. It is not—it is midway.

I mean my mother could not afford some of the better ones,
better in terms of equipment and activities and all of that sort of
thing. We found a amafl church affiliated nursing home in Olney,

land, called Brook Grove Nursi.liﬁuHome. It is affiliated with
the Seventh Day Adventist Church, which has a long tradition of
care ‘smng We sought them out. They run a couple of hosepitals in
the Washington area. ’

They manage their facility as if it were a home, someone’s home,
and they care about the m. It is an individual kind of care. I
mean the person doesn’t e a slab of meat however incompe-
tent they might be.

Mr. DursiN. If I might interrupt a second. My mother is about
80 years old. I am listening very closely to what you are saying. 1
am told in many of these nursing homes, that after a period of five
or six weeks that a person can bacome so dependent on nursing
home services that there is no independant living left, no decision-
making, no involvement.

Is the examplebfou ar~ describing different?

Mr. McEueN. My motn. . s——

Chairman Mmrer. The students who came in, you are more than
welcome in here.

%scumion held off the record.]

. MCEUEN. My mother’s situation is double-edged. She is alert
enough to know what i oing on. Her movement is the problem.
She can’t . Her ailment is a deterioration of the insulation
of the nerves. The nerves short-circuit, and that is the problem. We
have tried to—we have hired u social worker, a private social
worker that cares for her and helps her write letters at our own
expense.

e also have a phone in her room, and believe me, that is a
worthwhile expense. She is calling constantly. It keeps her active.
It keeps her independent. She never—becsus of her disability, I
mean she couldn’t cope—so I don’t know whut you mean by inde-
gendent living. She couldn’t hold a job or fill out taxes or anything.

hort of stripping her of her last (f:':nity, this is the arrangement.
Mr. DurBIN. An alternative such as home health care doesn’t
sound practical in her situation.

Mr. McEueN. We found the > was too much variety, too much
variety of incompetence in car. givers, the people coming in.

Mr. DurBIN. People coming into your home.

Mr. McEuEN. Yes. The training, some people are good and some
pelt\)ﬂe are thieves.

. DuaBIN. Perhaps I am mistaken, but it strikes me that home
health care could be, in the right circumstance, more effective; and
as you described, more ideal.

Mr. McEuEN. My experience with both ends of the aides 8
trum is that, with a good care giver, home day care is ideal. It is
like an extended famxi‘ y. It was great for my son. His problem start-
ed when he got into an institutional day care center; the same, I
think, for the elderly. If you can arrange it—we couldn’t—but they
made too much money for medicaid.

It would have to be private care nurses coming in or private
nurses from agencies and they are like temporary agencies. So
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there is constant turn-around and they are allegedly bonded but

you have nc contrc!. The other thing is to try to hire a long-term

person as you would, you know, a housekeeper or something, vhom

iou could trust and you would have the one-on-one. But you know,
ow do you find le like that?

Mr. DurBIN. Ni':su very much.

Chairman MiLLER. . Boggs?

Mrs. Boags. Thank you very much, Mr. Chairman. I suppose
that the care of the elderly, to me, is enlightened self-interest. In
the care, home care institutional home care, I have had & long ex-
perience. I encied up being the only child of four women, of
them had been merried at least twice, and I went through a great
deal of caring for them in my own home, and also then eventually
having to have some of them go to nursing homes, if you will, that
situation.

I think that, as you have discovered, that with the Seventh Day
Adventists that when you have a care center that is run b very
g;.to?d board of governors of nonprofit organizations, it provides the

possible kind of independent living, loving care and where
they make the pecple who are there take some responsibility in a
voluntary way and to care for each other as well, so that I agree
very much with your assessment of that kind of home care.

Let me ask you, in the home situations, I don’t know if you have
experienced this, but they have found in England, for instance,
that the incidents of yo people resenting the care that their

nts have to give to elderly grandparents has caused a great
eal of family violence in that regard, so much so that they call it
“Gram-slaming.”
Have you had any experience in this regard.
Mrs. ARLFEN WARNOCK. Just in my experience and my sisters
who have cl*'dren, too, I found it made them bet: ~r people. They
definitely felt guilty for the fact that they wanted their immediate
parent home, but they realized where tl{e responsibilities were. I
think they are more aware of the needs of the elderlfl now. Even
my son, when my father first had the stroke, I think he was 15 or
16. He went to the hospital and he learned from the therapist how
to transfer. If I need help getting him and out of the car, he would
be there to help me where my husband wasn't.

Some people can’t cope with a stroke patient. My 16-year-old was
the person instead of my husband who helps me in those maters. I
found that my nieces are also much more caring people. I tound

the opmte happened.

Ms. E. So did I. I don’t have children that are geared to that

e myself, but I have three older brothers. This is a situation
where we were talking about the women being responsible for the
care. It usually happens that way, but I have older nieces and
nephews and they would come and learn how to take the blood
gressure and vitals and they would spell my mom for a couple

ours on Sunday morning and we would all go to church.

If I had to take the kids to the doctor, I would have an older
niece and nephew sit with them. They learned what living was
about. 1 don't see that situation, and ours is not a unique situation.
I know a lot of families like surs. And the second or third genera-
tion, better still, is learning that this type of care given at home is
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much preferable to shuttling them off to a nursing home, and let’s
::y t tgllxici_m and make our Sunday visits. They learn the different
e of life.

Mrs. Bogas. I thank all of you very much and I think that this
committee has tried to become a clearinghouse and certainly the
suggestion of having some central clearinghouse for services, types
of services help that is needed, is a very valid one.

I do believe that what you are doing and what this committee
has done and the witnesses who have come here previous to your
visit have so highlighted the otproblem that we now find, for in-
stance, the New York Times of las’ Sunday, where they have the
world and they have the nation, the nation, the whole page is de-
}/m to care, to ::lhild care, tolthe care of persons who need it in

ily settings and institutional settings.

To elevate the problems sssociated with the needs, to that kind
of public scrutiny is really a very valuable service. We thank you
very much for doing that.

Mr. WorTLEY. Thank you, Mr. Chairman.

First of all, I would like to ask unanimous consent to enter into
the record an opening etatement. I don’t think there is anything
more beautiful than family love and cervainly adversity brings us
all closer together. Stress sometimes just about reaches the break-
ing point. We have had a few experiences of our own. I couidn’t
help but notice your comment when you installed the telephone in
your grand-parent’s home. I have been through that one.

1 can tell you a few tales. But I don’t want to be philosophjcal
about it. Maybe I am being philosophical. Do you think there has
been any redeeming value in the experience that some of your
y}(l);l:gelll‘ ones have gone through by observing what you are living
through.

Do you think that experience has been a favorable one, and as
Congresswoman Boggs mentions the experience in England and
sometimes the separation of families, the younger ones become
alienated because of the care and attention being given to the older
ones.

Have any of you found that sort of thing or do you feel that this
experience is bringing the younger ones, adapting them better to
the realities of life? Has it been a good experience or poor experi-
ence for them?

PrepARED STATEMENT oF HoN. GEoRGE C. WORTLXY A REPRESENTATIVE IN CONGRESS
M THE STATE or NEZW YoRrK

Mr. Chairman, I commend you for holding this hearing today. It is most timely as
Congress considers child care and long-term care legislacion.

I am in a unique position as I have the honor of serving on the Select Committee
on Children, Youth, and Families and the Select Committee on Aging. While both
committees have examined ways to bring relief to parents seeking adequate child
care, and adult children caring for their elderly parents—little attention has been
given to those adults who are truly “sandwiched-in.” These people care for both the
oll::'and the young at the same time. We are long overdue in focussing attention on
this special 3

Consider S:“ fgllowing situation of one 